The purpose of this study was to explore existing practices and services provided by adult day health care (ADHC) in Massachusetts and to document how providers are addressing the specific needs of participants with Alzheimer's disease and related disorders. Specific focus related to the early, late, and end stages of the disease process, and to early-onset dementia. Both quantitative and qualitative methods were used. A total of 93 (60%) providers responded to an electronic survey in 2008. In-person interviews were conducted with eight sites purposively chosen for their delivery of Alzheimer's specific services. Results demonstrate that ADHC providers are adapting to the cognitive and physical abilities of their participants; however, there is need for enhancing stage-specific services, especially for participants at later stages and for early-onset dementia. This analysis provides preliminary insights into understanding the criteria that define ''dementia-capable'' programs and services.
Introduction
The role of adult day health care (ADHC) is gaining increased attention with the aging of the baby boomers and the coinciding increase in persons with dementia. Given current treatment, it is projected that an estimated 10 million baby boomers in the United States will have Alzheimer's disease in their later years, 1 and most of the care they receive throughout the disease process will be provided in the community.
Family caregivers are essential to the workforce of longterm care, estimated to provide 80% of long-term care. 2 Though family caregivers are valuable to the well-being of disabled, frail elders living in the community, they often experience negative consequences from the time and resources expended in providing care (eg, restrictions on personal time, conflicts between caregiving and employment, caregiver burden). 2, 3 ADHC services are the most commonly used outof-home services among caregivers. 4 While disabled family members who need constant supervision are served at ADHC centers during the day, caregivers may fulfill other work and family obligations. 5 Both family caregivers and their care recipients benefit from the availability of supplementary formal support services. 3 ADHC provides a variety of community-based services for cognitively and physically impaired adults who need long-term care, possibly delaying or preventing institutionalization. Thus, ADHC helps to support the preference among older adults to ''age in place'' in their communities. Providers are beginning to recognize the need for enhancing their programs and services to effectively meet the needs of those participants. 6, 7 Adult day health care is a practical and promising approach to enhancing the quality of life among adults with Alzheimer's disease and their family caregivers. [8] [9] [10] Though it is a vital community service, there is a nationwide shortage of such centers. Specifically, a 2004 Robert Wood Johnson Foundation report stated that there were 3407 adult day centers throughout the nation and that number was critically short of the needed 8520 adult day centers to sufficiently serve the population of interest. 9 By 2009, the National Adult Day Services Association (NADSA) has identified 4601 day programs that are currently operating in the United States, which is a 35% increase. 11 There is a paucity of research on ADHC. More studies are needed to document the effects of these programs and services. 5 Increased knowledge on effective programming and services will contribute to enhancing the lives among older adults with Alzheimer's disease and other dementias residing in the community. The overall objective of this study is to explore existing practices of ADHC in Massachusetts, and how the providers are addressing the specific needs of participants with Alzheimer's disease.
Background

Models of Adult Day Services
There is no federal oversight on adult day services. Each state establishes its own regulations on the types of services and service delivery elements for adult day providers. 5 Most states regulate by requiring either licensure or certification, and some states require providers to enter into contractual agreements with state agencies. 5 Nonetheless, states are encountering similar challenges concerning the need for services to cognitively impaired older adults and have different requirements addressing similar issues. The general goals of adult day care include maintaining or restoring participants' optimal functioning by providing programs and services to support adults who cannot fully function independently and by delaying or preventing inappropriate institutionalization. 12 In addition to regulatory variation among states, there are three main models of adult day services: a social model; a health model, which is often combined with the social model; and a specialized model. 5 The social model offers activities for cognitively and physically impaired adults. Activities include games, arts and crafts, and discussion groups. 4 The social model provides some assistance with activities of daily living (ADLs). A health model provides services and activities beyond a social model, and they often offer skilled nursing services and medication administration. A specialized model is designed to provide services exclusively for a specific group, such as adults with Alzheimer's disease and related dementias, mental illness, or multiple sclerosis. 5 This current research study focuses on the health model known as adult day health care (ADHC).
All states provide funding for adult day services through Medicaid, and there is no coordinated federal policy related to financing the services. 6 This has led to variability in funding, which has led to variations in level of care offered to participants. 6 Services can range from basic social activities to intensive rehabilitation services. However, for adult day programs to service Medicaid beneficiaries, it is normally mandated that they offer a health model of care. 5 Adult day health care is generally required to provide skilled nursing services; medication administration; physical, occupational, or speech therapy; health monitoring; and health education and counseling. 5 
Stages of Alzheimer's Disease
Understanding the general behaviors and warning signs of each stage in the course of Alzheimer's disease is important when providing services for participants in ADHC. For purposes of this project, the community partner for this research study, the Alzheimer's Association, MA/NH Chapter, operationalized stages of Alzheimer's disease. The operational definitions allowed for measuring activities and services that are appropriate to the varied cognitive and functional abilities among participants. As seen from the operational descriptions below, persons at early stage have different needs when compared to those in advanced stages, and these varied levels have an impact on the type of care provided.
The disease process is a progressive decline in cognitive and physical functioning. Symptoms of early stage Alzheimer's disease include mild-to-moderate cognitive decline and memory loss. Short-term memory is lost, however long-term memory is intact. Persons in early stage Alzheimer's disease may experience some difficulty in social settings and exhibit disorganization when planning routine tasks.
In late stage, memory and cognition continue to worsen and daily care needs increase significantly. Persons in late stage are limited in their ability to participate in recreational activities and require a more complex level of care. Physical care needs are extensive (eg, incontinence, inability to dress self, inability to feed self). Persons in late stage require 24-hour supervision for optimal safety and care.
Persons in end stage exhibit little or no verbal communication and are totally dependent for all physical care. It is common for persons in end stage to sleep more than 12 hours per day.
An emerging and often invisible group of persons with Alzheimer's disease are those with early-onset dementia. A diagnosis of early-onset dementia occurs when a person is younger than 65 years of age. 13 Persons who have earlyonset dementia may be in any stage of the disease processearly, middle, late, or end. 13 It is estimated that 200 000 persons younger than age 65 years have early-onset Alzheimer's disease. 14 A common problem reported among persons with early-onset dementia and their family caregivers is the lack of appropriate medical care and community services designed for younger persons who are afflicted with the disease. 13 Most services for persons with Alzheimer's disease are typically designed for older persons and not always inclusive of the needs and preferences of participants with early-onset dementia.
Research Objectives
We began with an assumption that the majority of existing services were designed and already targeted for participants at middle-stage Alzheimer's disease. At the urging of our community partner, the Alzheimer's Association, MA/NH Chapter, this study primarily focused on the programming and provision of services for participants who are at earlier and later stages, when cognitive functioning dramatically declines and physical care needs are extensive. The unique contribution of this study is it provides a beginning examination of ADHC programming by specific stages of Alzheimer's disease.
Understanding the progression of Alzheimer's disease in terms of specific stages permits health professionals and staff from ADHC to develop appropriate services. Participants at earlier stages of the disease process have different needs when compared to those in advanced stages. The specific aims of this study were to 1. explore services that are specifically designed for participants in early stage Alzheimer's disease;
2. explore services that are specifically designed for participants in late stage and end stage Alzheimer's disease; and 3. describe new paradigms for meeting the needs of persons with early-onset dementia.
Methods
This study was conducted as part of an aging and social policy undergraduate capstone seminar at the University of Massachusetts, Boston, during spring 2008 and was approved by the Institutional Review Board of the University. The community partners for this research were the Massachusetts Adult Day Services Association (MADSA) and the Alzheimer's Association, MA/NH. The partners assisted by identifying the sampling frame and providing expert content. The research project involved 2 methodological approaches, quantitative and qualitative, to address the objectives of the study. Data for the quantitative approach were collected through an electronic survey. The qualitative approach included structured in-person interviews with a sample of adult day health providers. For a fuller discussion of the methodology and detailed findings, see Silverstein, Wong, and Brueck (2008) 
Quantitative Data Collection
The electronic survey consisted of 78 questions; specifically, there were 42 closed-ended questions and 36 open-ended questions. Survey domains included program profile, demographic characteristics of participants, dementia-specific characteristics, physical structure of facility, transportation, funding, staffing, family interaction, collaboration with other organizations, background information of respondents, ''best practices,'' challenges, and future models. The sampling frame was ADHC providers in Massachusetts. A total of 155 ADHC providers, believed to be the total number of providers in the state, were identified as potential participants in the research project. Before the dissemination of the electronic survey, each provider was sent a formal introductory letter by MADSA that described the research project and invited their participation.
The overall response rate was 60% (93 providers), which included both partially (27) and entirely completed (66) surveys. Although respondents could begin the survey and return to it at later times to complete, respondents commented that the survey was too long and required information that was too detailed. Response rates for self-administered electronic surveys average 63% or lower 16 ; thus, the response rate for this study reflects those reported in literature.
Quantitative Analytic Strategy
In addition to descriptive statistics, a summary variable was created to assess the level of dementia capability. We used the paradigm of dementia friendly, dementia capable, and dementia specific, where dementia friendly includes programs that include participants with dementia but do not have specially trained staff members; dementia capable refers to the provision of appropriate services specifically designed to serve a population with Alzheimer's disease or other dementias and employs staff that are trained to provide specialized services but is open to noncognitively impaired participants as well; and dementia specific refers to programs that are exclusively provided to persons with dementia. 17 Prior research by the author identified the importance of support group participation, 18 managing challenging behaviors such as wandering, 19 and therapeutic environments 20 and guided the choice of criteria that defined dementia capable for this study.
Adult day health care providers that indicated offering Alzheimer's disease-specific services or activities, support groups, stage-specific programming (mild cognitive impairment, early, late, and end), or checking for registration in Safe Return at intake were given a score of ''1'' for each positive response. Providers earned additional points for reporting that care plans were explained to caregivers and employing staff members who had Alzheimer's disease-specific training. Providers who reported offering ''5 or more activities'' were given an additional point. A final point was earned by those providers who ''agreed'' or ''strongly agreed'' that their facility was purposively designed to serve participants with Alzheimer's disease.
The new variable was then categorized into 3 levels of capability. Providers scoring between 0 and 4 points were considered low capable; between 5 and 8, moderately capable; and greater than 8, highly capable.
Qualitative Data Collection
The second method of data collection involved qualitative interviews with 8 ADHC providers. The 8 providers were purposively chosen based on the known provision of offering Alzheimer's disease programs. The topics covered by the qualitative interviews were similar to topics from the electronic survey and were designed to obtain more explanatory, in-depth responses. The interviews ranged from 50 minutes to 2 hours and 45 minutes, averaging 90 minutes. The interviewees were all program administrators. Interviewees were informed about the purpose of the research project and the voluntary nature of their participation. Analyses of the data provided by the in-depth interviews involved a transcription of all responses and a review of themes and patterns.
From the use of both methodological approaches, results provide detailed information on perceptions from ADHC providers about their programs and service delivery for participants with Alzheimer's disease and other dementias.
Results
ADHC Program Profile
Over half (53%) of the responding sites described their ADHC as following the health/medical model and an additional 40%
reported being a combined model, offering both social activities and health services. None of the sites described their center as solely a social model. All of the responding sites reported offering nursing services, and 99% provide medication administration (Table 1) . At least 45% of all participants from the responding sites were reported to have been diagnosed with Alzheimer's disease or have cognitive impairments. When asked about the provision of Alzheimer's disease-specific services, 51% of the responding sites responded that they provide specifically designed services for participants with cognitive impairments. Seventy percent of the responding sites reported providing services for participants with mild cognitive impairment; 71% provide early stage services; 63% provide late stage services; and 43% provide end stage services. Almost half, 44% of the responding site respondents reported that they offer services and activities for cognitively impaired participants younger than 65 years old, early-onset.
All sites reported being open Monday through Friday. The majority of responding sites reported 6 to 9 weekday hours of operation, while a small proportion of sites reported being open 10 or more hours per day. A quarter of the sites remain open on Saturday, and 5% had Sunday hours. For those sites that operated during the weekend, hours ranged from 6 to 10 or more per day.
When respondents were asked about the frequency of attendance among their participants, 24% of all participants from the responding sites attended the ADHC 1 to 2 days per week; 39% for 3 to 4 days; 32% for 5 days; and 5% for 6 to 7 days. The respondents were then asked whether they believed that participants were attending the right number of days, more days than needed, or fewer days than needed. Almost half of the responding sites, specifically 49%, believed that participants should attend more frequently, and no sites reported that participants should attend less often.
The staff in ADHC included a variety of positions. Registered nurses were employed by 96% of sites, social workers by 88%, program directors by 85%, and activity directors by 71%. Additional positions included certified nursing assistants (68%) and assistant program directors (44%). As previously noted, states vary on their regulations for staffing requirements. Massachusetts requires for providers to staff a full-time program director; an activity director; and nursing coverage either by licensed practical nurses or registered nurses.
All of the responding sites reported that a Criminal Offense Record Inspection (CORI) was required for their staff members, and 91% made this requirement for volunteers as well. In fact, CORI checks are required in Massachusetts for all persons who work or volunteer with elders. It was reported that 78% of the responding sites offered educational training on issues of Alzheimer's disease and related dementias to staff members and volunteers.
Profile of Participants Served in ADHC
The respondents were asked for factual information regarding their site operations and participant profiles. We recognize that factual data may not have been readily available for some respondents and in those instances, best estimates were provided. Thus, caution should be exercised in interpreting these data. Responding sites were serving a total of 5746 participants of whom 36% were male and 64% were female. Racial diversity was represented among the participants with 97% of the responding sites reporting that they currently were serving White participants, 70% also serving Black participants and 66% serving Hispanic/Latino participants, respectively. Almost a quarter, 23%, of the responding sites reported that they were currently serving Asian participants.
Just over a fifth, 22% of the total participants was 64 years of age and younger; 27% were 65 to 74 years old; and 51% were 75 years of age and older, of which 17% were 85 years or older. To gain a better understanding about the preference of older persons to ''age in place'' and the use of ADHC as a community-based service, sites were asked how long their participants attended their ADHC. Results revealed that 32% of participants attended 1 year or less; 35% attended 1 to 3 years; 16% attended 3 to 5 years; and 17% had attended more than 5 years. In fact, sites reported that 5% of their participants had attended their site for more than 10 years. More than half, specifically 52%, of responding sites stated that participants had income levels equal to or below US $10 400; 40% reported participants' incomes between US $10 401 and US $31 200.
Diabetes was the major comorbidity noted among participants with cognitive impairments; specifically, 93% of responding sites reported diabetes as being a prevalent condition among participants with cognitive impairments. In addition, mental illness and mental retardation were identified as comorbidities among participants with cognitive impairments, 84% and 68%, respectively.
Responding sites were also asked about the household composition of participants to understand the potential level of family support outside of the ADHC. According to respondents, 73% of participants lived with others; however, a quarter (25%) lived alone (2% were noted as an unknown household composition). Sites further reported that 31% of participants rely on an adult child caregiver. Assisted living settings (22%), home health aides (19%), and spouses (19%) were also cited as caregiving supports used outside of the center.
Dementia-Capable Variable
Analysis of the dementia-capable variable resulted in a range of 0 to 11 of 12 possible points (mean ¼ 5.83, SD ¼ 3.16). As seen in Table 2 , the responding sites were fairly evenly dispersed into the 3 levels of ''dementia capable.'' An estimated 25% of the responding sites fell into the highly capable category (offering more than 8 of the selected services); 37% were moderately capable (offering between 5 and 8 of the selected services); and 39% were considered low capable (offering less than 5 of the selected services). Table 3 contains correlations of the dementia-capable criteria and levels (high, moderate, and low). Of the responding sites that offer services for the varying stages of Alzheimer's disease, very few were in the low-capable category. A negative relationship was observed between low capable and responding ''yes'' to offering any 1 criteria. Furthermore, the strongest positive relationships were observed between respondents reporting stage-specific services and purposively designed environments. This analysis provides preliminary insights for understanding how providers that choose to call themselves ''dementia-capable'' might strengthen their specific programs and services.
Early Stage Alzheimer's Disease Programming
The majority of the responding sites to the electronic survey reported that services were available for participants in early stage Alzheimer's disease. Exploring current practices from ADHC regarding the provision of stage-specific activities and services were also obtained from the qualitative interviews. One interviewee commented that, ''We have the ability to change activities depending on participants' level of impairment.'' Interviewees expressed that participants are reviewed on an individual basis, and higher functioning participants have the option to engage in a wider variety of activities either individually or in groups. ''The activities for early stage participants include a game room with a pool table and large screen television where men often watch sports together, and a patio where participants can enjoy the outdoors, garden and plant flowers.'' A common theme was that participants in early stage have the ability to engage in cognitively stimulating, social activities: ''We have activities that we run that benefit people with early stage Alzheimer's disease by exercising the mind.'' Such activities include board games, cooking classes, art therapy, news and trivia, scrapbooking and reminiscing, and daily exercise groups. One respondent stated that, ''The activity coordinator develops an individualized plan suited to the client's interests and abilities.'' The goal of these activities for early stage participants was to ''strengthen and maintain the cognitive functions.'' Both the respondents from the electronic survey and the interviewees from the qualitative questionnaire reported organizing field trips with close supervision into the community for participants with early stage. Seventy-eight percent of respondents to the electronic survey provided day trips for their participants. Outings to restaurants, museums, movie theaters, beauty salons, and farmers markets were reported as some of the field trip destinations.
Late Stage and End Stage Alzheimer's Disease Programming
Participants in late stage Alzheimer's disease require a complex level of care due to the progressive decline in cognitive and physical functioning. Just over two thirds, 63% of the respondents to the electronic survey reported offering services for participants who are in late stage. They reported that late stage services and activities were designed ''to help preserve the cognitive abilities'' of participants in more advanced stages of Alzheimer's disease. The activities involved smaller groups and increased staffing ratios. From the regulations on staffing requirements for providers, many states specify higher staffto-participant ratios for participants with cognitive impairments due to the greater needs. 5 Smaller group activities and increased staffing ratios allow for direct supervision for participants. Many of the activities and services involve sensory stimulation, such as ''hand massages, aiding in muscle movement, music programs and audio stimulation, and simple word games.'' An interviewee noted, ''These activities are utilized to assist patients with whatever remaining skills they have left as well as help them to reminisce.'' The need for increased rest among late stage participants was also reported by ADHC providers. A provider stated that, ''Often participants in late stage need a nap in the afternoon, and we have comfortable recliners for napping.'' Another respondent stated that, ''For those in later stages, more rest is needed along with more meal adaptation.''
The physical structure of the ADHC center was mentioned as an important factor when delivering activities and services. One respondent stated that, ''We expanded the program last year to include another 1000 square feet of program space to create an environment more appropriate for program participants with more intensive needs. This space creates additional flexibility to meeting the needs of people with dementia.'' Some centers designated a separate room in the facility exclusively for participants in later stages of Alzheimer's disease.
Respondents noted that ADL assistance increased as participants' functioning decreased. Personal care needs that were frequently reported were feeding, toileting, ambulating, and dressing. An interviewee expressed, ''The specialized services we offer for people in late stage dementia are provided by our full-time nursing staff. The nurses are very astute and their knowledge of Alzheimer's care is extensive.'' The role of nurses is vital to monitoring the health of the participants. Responsibilities of the nurses include ''monthly reviews, assessments, detection of physical problems that come with Alzheimer's disease, and monitoring significant changes.''
The majority of providers did not offer services for participants who are at the end stage of Alzheimer's disease. An interviewee stated that, ''We keep participants until they are no longer safe in adult day health and usually families try to keep them at home as much as possible or they move into nursing homes.'' However, 1 site reported providing family counseling to caregivers as a service to help with the transition, ''Caregivers are given counseling as needed and helped to sort out and access appropriate resources, and participants are cared for as needed as long as they are still able to attend or until caregivers are able to put in place appropriate services.''
The responding sites that reported serving participants in end stage Alzheimer's disease noted that the goal of these services was to provide comfort care for the participants, such as ''soothing music and massage when appropriate.'' Some of the ADHC providers reported working with hospice programs. A provider stated that, ''We work with a hospice program to provide services both at the adult day health center and the homes of the participants.''
New Paradigms for Early-Onset Alzheimer's Disease
Almost half (44%) of the responding sites reported providing services for participants with early-onset dementia. A respondent emphasized the need to maintain the self-esteem among younger participants. One approach to maintaining selfesteem was to assign participants roles that gave them a sense of competency: ''When we have a younger participant with dementia who is physically healthy, they can often become a helper, pushing wheelchairs, helping to serve snacks, etc. This helps them maintain self-esteem.'' Another respondent stated, ''We try to keep them as active as possible and perhaps they can 'help' those that are older.'' Lastly, an interviewee explained that, ''Our under sixty-five clients relate more to the staff. They might help with dishes, they might sweep, or walk outside with a staff member to empty trash. These clients feel a sense of self-esteem and many assume their roles and are very proud to be doing such activities.'' An interviewee stated that it would be beneficial for participants with early-onset dementia to be ''assigned small jobs to other participants so that they feel they are more like volunteers, and not merely participants.''
Discussion
Stage-specific programming is used to a certain extent by most all responding sites and interviewees. The majority of the responding sites reported beginning to provide early stage services. However, activities and services were limited for participants at later stages and for early-onset dementia. From those responding sites that offered stage-specific services, a frequent theme was adapting and adjusting activities and services depending on the cognitive and physical abilities among participants. Many of the responding sites recognize the individualized needs of their participants, and those who provided stage-specific services ''structured activities tailored to each individual's needs according to their activity preferences.'' In addition, as functional limitations increased there was more assistance with personal care needs.
For participants in early stage Alzheimer's disease, ADHC providers recognize the importance of providing social activities that involve cognitive stimulation and outings. These activities were seen as positively benefiting participants who are at the early stage of the disease process. Persons who are at early stage may cope well by socializing with others who have similar problems and are newly diagnosed. 21 In early stage, basic ADLs are not usually affected and people are capable of personally caring for themselves. 21 From both the quantitative and qualitative questionnaires, assistance with ADLs was not frequently reported for participants in early stage. The responding sites emphasized that giving ''respect'' and ''dignity'' to participants is integral when providing services.
For participants at later stages of the disease process, activities and services were limited. Late stage programming focused on the increased assistance with personal care needs. Adult day health care providers recognized their roles in allowing older persons to remain in the community: ''Adults are coming to us in the later stages and age in place. A major change is that we are having to deal with is support for more families.'' For end stage programming, collaboration with hospice appeared to be an integral service. An interviewee expressed that sites were incapable to care for participants in end stage because it would no longer be safe for the participant. However, respondents reported working with families as sources for information, referral, and support.
Limited services were reported for participants who have early-onset dementia. The responding sites who serve younger participants expressed the need to maintain self-esteem. Many providers observed that younger participants found satisfaction from undertaking responsibilities in the center.
The respondents across the state describe participants with limited financial resources. It is interesting to note that respondent estimations of participant household income differ significantly from 2005-2006 estimations of a Massachusetts median income (US $56 592) and a United States median income (US $48 023) for this age group (visit www.census.gov). In fact, only 8% of participants in this sample have potential to reach the state and country median income levels with their estimated incomes greater than US $31 201.
Overall, we found that ADHC providers are willing and able to offer participants and their families the respect, empathy, and care needed to serve older persons living in the community. They use strategies that work effectively with an aging population by adapting services and activities to meet the needs of their participants. They are also aware of the projections of the increasing number of older persons as baby boomers are aging and that the demand for ADHC services may increase further.
Due to the preference among older persons to age in place and the desire to use community-based services as opposed to institutionalization, more research is warranted on the role of ADHC in the spectrum of long-term care options and in the financing of community-based care. For participants at end stage, many providers reported that they were no longer capable of caring for these participants. Examining and defining the capabilities and limitations on the provision of ADHC services may provide a better understanding of their role in the longterm care continuum and in assuring smoother transitions to other options where appropriate.
A limitation of this study is that all results are based on providers' subjective evaluation, estimation of participant data, and personal judgment. In addition, a limitation of the current study is the sample consisted only of ADHC providers from Massachusetts; therefore, caution should be exercised in generalizing the findings to other states. Furthermore, the length of the electronic survey contributed to some sites partially completing the survey. Still, the study provides useful insights into the existing practices of ADHC providers and how providers are currently meeting the needs of persons with dementia.
